Aims: The aim of this study was to explore how often the participation of parents in their infants' care and professionals' support for parents was documented in the clinical records and to determine how such participation and support were documented.
| INTRODUCTION
Family-centred care is recognized internationally to be an important part of neonatal intensive care, with important implications being identified for both the parents and the baby (Landsem, Handegard, Tunby, Ulvund, & Ronning, 2014; O'Brien et al., 2018; Woodward et al., 2014) . The documentation of parental participation in their baby's care, as well as their preferences and experiences, is arguably an important component in ensuring care is tailored to the individual needs of the family and yet little is known about how families' experiences and preferences are documented in practice.
| BACKGROUND
Historically, the primary focus of neonatal care has been reducing infant mortality and morbidity. Less attention has been given to the psychosocial needs of families (POPPY, 2009 ). More recently however, the concept of family-centred care, defined as involving families in all aspects of the infant's care and treatment (Gooding et al., 2011; Harrison, 1993; POPPY, 2009) , has gained support and prompted endorsement from institutions such as the American Academy of Pediatrics (AAP, 2003) and the National Institute of Clinical Excellence (NICE, 2010) . These organizations emphasize collaboration with parents and acknowledge the need to tailor services to individual family needs and desires (Griffin, 2006; POPPY, 2009; Ramezani, Shirazi, Sarvestani, & Moattari, 2014) . Nurses in particular are in an ideal position to offer practical and emotional support and guidance to parents. The type of support nurses can provide ranges from helping parents to learn how to care for their hospitalized infant (such as breastfeeding and kangaroo care); how to engage siblings with the hospitalized infant; facilitating effective communication and decision making between different health professionals working with the family; and providing one to one psychological support for parents in emotionally challenging situations. Evidence to support this approach has grown alongside these recommendations and has provided insight into the mental health of parents following admission of their newborns to the Neonatal Intensive Care Unit (NICU) (Lefkowitz, Baxt, & Evans, 2010; Shaw, Bernard, Storfer-Isser, Rhine, & Horwitz, 2013) , parents' experiences during their infants' stays in the NICU (Smith, SteelFisher, Salhi, & Shen, 2013; Stacey, Osborn, & Salkovskis, 2015; Van der Pal, Alpay, van Steenbrugge, & Detmar, 2014 ) and parents' decision-making processes for critically ill infants (de Boer, van Blijderveen, van Dijk, Duivenvoorden, & Williams, 2012; Sudia-Robinson & Freeman, 2000; Van Manen, 2014) . Documentation by healthcare professionals (HCPs) in the clinical record can help to promote collaboration with parents by providing information about how the infant and family are supported as well as their preferences and needs. It also provides important insight into how parents establish their parental roles and how their preferences are understood. Hurst (1993: 88) called for a more comprehensive documentation of parents' perceptions and preferences in neonatal care to enable "nurses to develop a more substantive assessment of parental participation and devise interventions to support beneficial parental participation". Through documentation of parental experiences and participation, care can be tailored to the specific needs of families, maximizing the possibility of family-centred care. During neonatal intensive care, where infants are treated by interdisciplinary teams, the clinical record is instrumental in facilitating communication and providing the possibility of family-centred care. Verbal handovers are less effective because information may be missed or lost in the process (Hegarty et al., 2005) . HCPs are also professionally bound to maintain clear and accurate records (General Medical Council, 2013; Nursing and Midwifery Council, 2015) .
Few descriptions of the documentation process can be found in the literature and existing reports focus on specific areas of interest, such as documentation of time for skin-to-skin contact (Blomqvist, Rubertsson, & Nyqvist, 2011) or interdisciplinary support (Carter et al., 2004) . In one report of professional support during end-of-life care, parent participation in decision making was not recorded in three of 18 cases and few case notes indicated that emotional support was provided (Abe, Catlin, & Mihara, 2001 ). Thus, it is frequently unclear Why is this research or review needed?
• There has been minimal research into how support for parents by the health care professionals and parents' participation in their infant's care is documented in NICU.
• The documentation of support that is given to parents has important implications for promoting collaboration between parents and health care professionals.
What are the key findings?
• The perspectives and experiences of parents were minimally reported throughout the clinical records.
• Support for parents and their participation in their infant's care tended to be documented for the main purpose of professional accountability as opposed to familycentred care.
How should the findings be used to influence policy/practice/research/education?
• Change in documentation practices should be encouraged as detailed documentation of parental experiences and preferences may promote a culture of improved interaction between parents and the health care team.
• By improving interactions between parents and the health care team, infant and parent outcomes may ultimately be improved.
• Future research could investigate the design and use of clinical record proformas and parental recording of care, to facilitate a more comprehensive documentation of parental preferences and experiences.
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| 629 from the clinical records whether parents received the necessary support at these critical times. In the light of this fact, we undertook a review of case records for a group of neonates enrolled in a prospective study of critical care decision making. Because of the exploratory nature of this study, given the limited research in the area, we took a mixed method approach to more fully capture the frequency of documentation and the nature of that documentation.
| THE STUDY

| Aims
The aim of the study was to determine how often the participation of parents in their infants' care and professionals' support for parents was documented in the clinical records of infants, and to determine how such participation and support were documented.
| Design
A prospective, mixed method design was adopted. Analysis involved both quantitative content analysis and qualitative thematic analysis; systematically approached using the steps outlined by Marks and Yardley (2004) . Quantitative analysis was used to identify frequency counts of different types of support and parental participation in care. Qualitative analysis provided a deeper exploration of how support was documented as a whole.
| Sample/Participants
Participants were recruited from a large tertiary NICU in the UK from July 2013-April 2014. A purposive sampling approach was used to recruit 31 families whose infant was critically ill. Families were eligible if their infant had been or were likely to be at the centre of a conversation regarding the limitation of life sustaining treatment. Families were introduced to the study by a HCP and a meeting with a member of the research team was arranged for interested parents. Of the 31 families recruited to the main study, 25 were elidable for their clinical records to be audited. The sample size was considered sufficient for using descriptive statistics and for thematic saturation due to the extensive volume of clinical records anticipated.
Infants who were recruited to the study had a study sticker on their clinical notes so that the clinical and research team were able to identify the baby for the different components of the study. In particular, it reminded the doctors to audio record any conversations they had with the family that were away from the cot side.
| Data collection
An audit tool was used to collect basic information about the clinical records, documenting all instances where the parents were mentioned: date and time, location in the notes and what was said. The statement referring to parental participation was specifically relevant to this study and its prevalence included in analysis. 
| Ethical considerations
| Data analysis
| Content analysis
A coding frame was developed to distinguish different types of support given to parents and identify parents' participation in their infant's care (Table 2 ). This was achieved through an iterative process but also guided by categories used in the literature, including
Quantitative data were exported from NVivo and analysed using STATA 13 software. Summary statistics were prepared including the frequency of references for each support category and participation in care, the overall distribution of support and participation, and total days in care. The frequency of references for each category were compared for parents who had a discussion concerning limiting life sustaining treatment (LLST) while in the NICU, with those parents whose infant received active care (the active care group). As the needs of parents may change according to the severity of the infant's health, we considered it important to determine whether the frequency and type of support documented differed according to these two groups.
| Thematic analysis
In the second stage of analysis, the codes were analysed thematically to find "repeated patterns of meaning" across codes (Braun & Clarke, 2006:15) . Thematic analysis seeks to identify, analyse and interpret 
| Validity and reliability/rigour
Our audit tool recorded data in an inductive way, preserving exactly what was said about the parents. Our coding frame was refined through inter-rater comparisons (CS, ESu); operationalizing the codes in a way that was "transparent, coherent and understandable" (Marks & Yardley, 2004: 63) . The thematic network was developed through a rigorous iterative process of rereading of codes and themes and discussions between researchers (CS, ESu, KG).
| FINDINGS
Of 25 enrolled families, three were excluded due to missing communication sheets or nursing notes. The remaining 22 families included 24 infants; 14 singletons and 10 twins. Of the eight families with twins: two families included both twins; two included one twin as the second was not eligible for participation (being clinically stable);
four families had only one surviving twin. Parents of seven infants had LLST conversations with the physicians while in NICU. The main clinical problems included extreme prematurity; major congenital anomalies, severe neonatal encephalopathy at term and other critical conditions (surgical, respiratory, growth and neurological concerns).
The LLST group infants' main clinical conditions were more commonly other than prematurity and therefore their average gestational T A B L E 2 Coding frame for types of support healthcare professionals provided for the parents and parents' participation in their infant's care documented in the infants' medical records
Code name Description Examples
Emotional (Table 3) . Three infants died, having had a decision against active resuscitation in case of acute deterioration, one of whom was referred to palliative care services. Table 4 ). These entries were less frequent, and they mostly consisted of short references to parents' feelings or creating memories. Some record of emotional support for parents or parents' participation in care occurred in all infants' notes (24/24). Records of practical support (16/24), social support (11/24), or spiritual support (7/24) provided to parents were less common.
| The participation of parents in their infants
In the nursing notes, in addition to references in hand-written entries, a checkbox for the statement "encourage parental participation in care as condition allows" was used. These were not included in the frequency counts above, but were counted separately, appearing 506 times in total. As a comparison, in only 16 entries did the nurses write that they encouraged the parents to perform a specific activity, such as express breast milk for the infant. 
| Limiting life support
| Task focused reporting
In most records, support for the parents by the HCPs was documented in terms of the professionals' actions; offering resources, services and emotional support.
| Offering resources
Documentation of support focused on practical tasks concerning the provision of resources to parents, including offering the parents accommodation. In the communication sheets, the family room was documented as an option that could be provided to the parents at the beginning of their infant's care: "To provide family room for mother to stay (to encourage expressing breast milk) if room available" F1. Practical support also included the documentation of information resources being provided on occasion including DVDs or booklets explaining prematurity: "Parents have been given small wonders DVD & preterm infant booklet…" F3.
Most commonly, these were given soon after the infant's admission. Additional information was also documented on occasion, including copies of the infant's medical records, such as MRI reports or blood test results and written information about kangaroo care and breastfeeding. In general, this documentation tended to be brief and about the activity of the HCP providing something practical and physical to the parents, as opposed to documenting the expressed needs or experiences of the families. 
T A B L
E 3 Demographic characteristics of infants whose families were faced with limiting life sustaining treatment (LLST) decisions and
| Offering services
In addition to practical resources, in the communication sheets, HCPs routinely documented instances where they offered a service.
In two cases, changes to visiting policies were documented to allow other than close family members to accompany the parent: "Mum has identified that she is a single parent & is worried about access following [date] … I have indicated that we will discuss her situation and make a plan" F5. Wider social support included a referral to a General Practitioner, referral to community support, referral to bereavement support and mentions of support from the Bliss (a special care baby charity) parent group. References to various types of social support tended to be brief, infrequent and limited to the mention of their occurrence. Spiritual support was similarly documented in the communication sheets as a service provision of a priest, prayers or baptism and whether the offer had been taken up by the parents: "offered parents that we can arrange religious support (through our chaplains), if they wish to access it" F29. Brief documentation of staff undertaking memory making activities regularly appeared in the nursing notes, including taking photos, making footprints and providing memory boxes: "…memory journey box given" F8.
| Offering emotional support
When documenting emotional support to parents, references tended to focus on how the HCP resolved the situation or activity as opposed to documentation of individual family needs, wishes and emotions. It was often limited to the parents' participation in care rather than concerning the parents' emotions more specifically, including "encouragement" to express breast milk in the communication sheets:
"Encouraged Mum to start expressing milk if she is feeling better"
F12T1. There were some minimal references in the notes that "reassurance" was given to the parents that the infant is stable, or things are normal: "Explained extubation failed due to high O2 requirement.
Will retry if indicated tomorrow. Reassured that this can happen at this stage" F6. In the nursing notes, there were occasions where a difficult situation was documented, however, more specific details of how the professional supported the parent were not recorded. For example:
"Mum stayed overnight, was very upset -spoke to mom [sic] and reassured her…." F12T2.
This unidirectional focus was also seen in the support offered to parents during and after the death of their infant, for example, when enabling parents to create memories: "Photos and footprints done"
F22. The documentation of emotional support was limited to condolences or comfort being given in a unidirectional way: "Comfort given to mum and allowed her to cuddle her baby in the bereavement room" F1. When it was documented that parents' experiences and feelings were explored, it was often limited to entries by a support therapist. This included occupational health therapists, speech and language therapists, the hospital counsellor and breast-feeding nurse: "We explored issues around loss, planning funeral and some closure to enable them as a family to move on" F6. The use of checkboxes in the nursing notes (as reported above) also represents this unidirectional approach.
| Minimal documentation of parental role
Across the records, the parents' role was given minimal attention.
Mentions and details of parental involvement in cares and decisions tended to be focused on what was done rather than providing insight in to the parents' experiences.
| Limited documentation of parents' feelings, experiences and preferences
The references to parents' feelings were generally brief and infre- 
| Activity focused documentation of care
Documentation of parental participation in their newborns' care was generally brief and activity focused: "Dad visited, was updated, encouraged to cuddle but declined" F20T1. In the communication sheets, encouraging mother to express breast milk was frequent and commonly documented soon after admission: "I encouraged Mum to express and visit when she's well enough" F24. Similarly, in the nursing notes, entries were brief: "Mum visited and brought EBM [expressed breast milk] for baby" F12T1. In the nursing notes, where parents' participation in care tended to be reported, the documentation was brief, without information regarding the kinds of care or how the parents or the infant coped: "Parents visiting and attending all the cares…." F22T1. On occasion, less routine parts of daily cares such as taking a urine sample or changing a stoma bag were documented. More specific entries were less frequent, such as changing the infant's nappy or giving the infant a bath. There were frequent entries in the nursing notes of parents holding their infants: "Mum visited and cuddled the baby…" F6. Accounts of parents' experiences tended to be limited to entries from a support therapist: "… Mum remained tearful and unsure what to do, as she felt she was not being of any use to Daniel. Reassured her that she was very helpful to her son by sitting and holding his hand + talking to him" F5.
Similarly, it was rarely reported how the infant responded to cares from the parents, in the way we see in the following: "Mother visited & updated. She participated in baby's care too, noted good suck on dummy [pacifier]" F12. Throughout the documentation of how the parents cared for their infants, the infants' names were rarely used, and the infant was frequently referred to as "the baby".
| Outcome focused documentation of decisions
There were a few instances recorded where parents consented to procedures, with minimal information documenting parental engagement in the decision-making process, and mostly limited to vaccinations: "Father consented for baby getting appropriate vaccines" F12T2. In two instances, discussions were documented about other procedures; a shunt and administration of steroids. Parents' decisions regarding spiritual support were also documented in the communication sheets with little detail about the parents' faith or spiritual preferences: "I asked mother and father if they would like a priest to come in and bless the babies-they would like it…" F24. 
| Professional accountability
The organizational themes were represented by an overarching global theme, "professional accountability", which captures the meaning of the data set as a whole (Figure 1) . It refers to the way documentation is recurrently standardized in the notes, emphasizing the actions of the HCPs rather than the feelings or wishes of the family. "Task focused reporting" captures how staff seemed to "list" all the activities they had done, providing a record of standard tasks. Similarly, "minimal documentation of parental role" captures how the activities of the parents are only minimally documented in terms of their occurrence and where parental preferences had implications for medical treatment. The purpose of the notes seemed to be on providing a record of important activities and decisions, rather than providing a tool for family-centred care. This standardized reporting is also reflected in the frequent use of the vague description "participated in cares", similar to the checkbox statement "encouraged parental participation in care as condition allows", and the frequent use of the phrase "parents visited, updated", a close resemblance of the checkbox statement "keep parents up to date with care" (see Table 1 ).
| DISCUSSION
Overall, while the documentation of activities undertaken with parents was encouraging, our results highlighted those details of this support and participation were rarely recorded in the clinical records, with less than one direct reference to support per day of care. A natural limitation is that clinical records do not mirror the actual care given; indeed, research has shown that parents have felt emotionally supported by HCPs (Kavanaugh, Moro, & Savage, 2010; Sawyer et al., 2013) . Nevertheless, our findings highlight that the frequency of the documentation of parental support by the HCPs and parents' participation in their newborns' care was limited.
The content analysis revealed that the documentation of "parental participation in care" and "emotional support" were the most frequently reported categories of support, respectively. However, the use of a checkbox to indicate encouragement of parental participation was much more frequent compared with hand-written entries referring to encouragement (506 vs. 16 ). The absence of detailed documentations was also found by Abe et al. (2001) who found minimal reporting of emotional support in the chart reviews of infants who died in the NICU following withdrawal of care.
It was found that LLST families did not have a higher frequency of support references compared with those receiving active care. This might be explained by the critical condition of all infants in the study. Families in the active care group had a higher frequency of references to parental participation in care, which is likely to be explained by the infant's improved condition and therefore the parents' ability to take part in cares. Documentation of spiritual support was higher in the LLST group; potentially related to requests for religious or spiritual ceremonies when death is likely. However, there was one LLST family with no documentation of spiritual support.
The recording of parental emotions and experiences were mainly limited to the entries of the hospital support therapists. While continual access to a trained counsellor may be recommended (BAPM, 2010) , the actual provision of psychosocial support in the NICU seems to be particularly limited (Picker Institute Europe, 2015; POPPY, 2009) . A recommendation to defer to the counsellor to coordinate or provide support to parents would therefore not be a practical solution. Furthermore, although there were trained counsellors available at the study hospital, only nine sets of clinical records out of 24 included an entry by them. Given the limited provision of psychosocial support services (Picker Institute Europe, 2015; POPPY, 2009 ) it is also worth considering the potential that the documentation of such support has in identifying and justifying a need for these services.
The wider literature has similarly found that social support is minimally recorded in patients' clinical records. In a review across a range of healthcare settings, the authors concluded that there was:
"insufficient recording of psychological, social, cultural and spiritual aspects of care," and "inadequate documentation about assessment of patients' preferences and needs for knowledge, previous health behaviour, general health perceptions and quality of life" (Wang, Hailey, & Yu, 2011 : 1869 . Even in end-of-life care, researchers have observed low levels of recording of patient preferences and patient participation in care (Lindstrom, Gaston-Johansson, & Danielson, 2010 ) and non-physical aspects of care more generally (Hegarty et al., 2005) . While documentation may not be reflective of clinical practice, these findings, along with our own, suggest that there is a need for documentation guidance to maximize the support that is provided to patients and their families.
The minimal attention given to documentation of support and participation in care, found in this and previous studies, is perhaps unsurprising given the professionals' duty to report primarily on clinical information (GMC, 2013; NMC, 2015) . Notably, communication with the patient is given some emphasis in these guidelines, but social aspects of care more broadly are not. The standardized way of documenting LLST discussions in our data, makes visible the justifi- Although documentation may not capture all aspects of care that actually occur, it is nevertheless an important part of professional conduct to ensure continuity of all aspects of care (Hegarty et al., 2005) .
Providing insight into the parents' feelings, experiences and preferences, is arguably one way through which HCPs can maximize an individualized, family-centred approach to care. It is recognized that family-centred approaches to care are needed to support families emotionally, enabling them to develop confidence in caring for their infants and to support them through the stress, shock and grief frequently described (Gooding et al., 2011; POPPY, 2009; Thurman, 1991) , which has a potential to improve both family health and child development long term (Landsem et al., 2014; O'Brien et al., 2018; Woodward et al., 2014) . Furthermore, while parents have reported feeling supported emotionally in some studies (Kavanaugh et al., 2010; Sawyer et al., 2013) , parents have also reported not feeling involved in discussions about their infants' care (NNAP, 2013; POPPY, 2009 ) and not feeling listened to Sawyer et al. (2013) . Encouraging routine, detailed documentation of these aspects of care, may promote a culture of improved interaction between parents and HCPs, where the individual needs and wishes of families are discussed.
The development of national guidelines to promote more comprehensive documentation of the support given to parents, would be an important future implication of this study, especially given the absence of documentation guidelines at the neonatal unit where the study took place. The evolution of Family Integrated Care, where parents take over the role of primary caregiver is also a possible model for consideration (O'Brien et al., 2013) . In this intervention, as well as the Family Nurture Intervention, the mothers keep their own records of care activities (O'Brien et al., 2013; Welch et al., 2012) .
This may facilitate an approach to documentation by the professionals to give more emphasis on the needs and experiences of the family and would be an interesting area of future research. Such an approach is in line with parents' reported preference for a two-way relationship with professionals (De Rouck & Leys, 2009 ), but which current documentation practices do not clearly reflect.
| Limitations
Although our findings are consistent with previous studies, the study was limited to one urban NICU. A larger multicentre study would also provide more statistical power in making comparisons in the distribution of documentation between the LLST group and the active care group. While our audit tool was new, potentially raising issues with the trustworthiness of our findings, it was designed to capture exactly what was said, making sure that our findings were dependable. This enables the possibility for future studies to build on these findings with larger data sets, and making comparisons with other settings.
| CONCLUSIONS
While there is an evident and obvious need for nurses and physicians to document their support to the parents and the parents' participation in care of their newborn in a way that reflects their professional accountability, this alone misses an opportunity to demonstrate inclusion and support for parents that is almost as critical to the outcome for the infants as conventional clinical interven- • substantial contributions to conception and design, acquisition of data, or analysis and interpretation of data;
• drafting the article or revising it critically for important intellectual content.
The Journal of Advanced Nursing (JAN) is an international, peer-reviewed, scientific journal. JAN contributes to the advancement of evidencebased nursing, midwifery and health care by disseminating high quality research and scholarship of contemporary relevance and with potential to advance knowledge for practice, education, management or policy. JAN publishes research reviews, original research reports and methodological and theoretical papers.
For further information, please visit JAN on the Wiley Online Library website: www.wileyonlinelibrary.com/journal/jan Reasons to publish your work in JAN:
• High-impact forum: the world's most cited nursing journal, with an Impact Factor of 1·998 -ranked 12/114 in the 2016 ISI Journal Citation Reports © (Nursing (Social Science)).
• Most read nursing journal in the world: over 3 million articles downloaded online per year and accessible in over 10,000 libraries worldwide (including over 3,500 in developing countries with free or low cost access).
• Fast and easy online submission: online submission at http://mc.manuscriptcentral.com/jan.
• Positive publishing experience: rapid double-blind peer review with constructive feedback.
• Rapid online publication in five weeks: average time from final manuscript arriving in production to online publication.
• Online Open: the option to pay to make your article freely and openly accessible to non-subscribers upon publication on Wiley Online Library, as well as the option to deposit the article in your own or your funding agency's preferred archive (e.g. PubMed).
